###### Strengths and limitations of this study

-   This study identifies key issues which matter to people with cerebral palsy (CP) about ageing and ageing well and describes how health professionals might better respond to people\'s health needs as they age.

-   Findings indicate that when health professionals fail to recognise the knowledge and skills the person with CP brings to healthcare episodes, there are wide-ranging, and for some, enduring consequences.

-   Further research is needed to quantify how health outcomes might be improved if health professional interventions and/or services were responsive to findings.

-   Although this study is limited by not representing diverse ethnic groups or people who lived rurally, participants were diverse in other personal characteristics.

Introduction {#s1}
============

The global population is ageing with the consequence that we are more likely to acquire age-related disability and to live longer with any acquired disability.[@R1] It is timely, and increasingly relevant, that we refocus the concept of 'ageing well' away from the medical model viewpoint of living without disability or impairment and towards a viewpoint that encompasses a more holistic view of the health of older people. There is increasing recognition that health services should be responsive to the criteria considered central to those people experiencing what they perceive to be optimal ageing.[@R2] However, little is known about what adults with childhood acquired physical disability consider central to optimal ageing.[@R3] [@R4]

One of the most common causes of life-long physical disability acquired in childhood is cerebral palsy (CP). The term CP describes 'a group of permanent disorders of the development of movement and posture, causing activity limitations that are attributed to non-progressive disturbances in the developing foetal or infant brain. The motor disorders of CP are often accompanied by disturbances of sensations, perception, cognition, communication and behaviour; by epilepsy and by secondary musculoskeletal problems'.[@R5] International prevalence figures report 2.0--2.5 cases of CP per 1000 live births, figures that have remained stable for the last 40 years.[@R6] However, compared with mortality data from 50 years ago, the life expectancy for adults with CP who have mild to moderate disability is now only slightly reduced compared with the non-disabled population.[@R9] The net effect of stable incidence rates and increased longevity is that the prevalence of CP within the adult community is increasing. Adults with CP, just like those without CP, are living longer and, in doing so, are also more likely to acquire impairments and illnesses associated with later life.

While CP is the result of a static insult to the developing brain, the subsequent signs and symptoms may alter as the person matures. This is acknowledged in the growing body of literature documenting changes associated with ageing in the health, function and mortality of adults with CP.[@R3] [@R10] This literature has shown that age-related physiological changes occur earlier in adults with CP, and the prevalence of secondary conditions such as pain, osteoporosis, fatigue and musculoskeletal and joint problems is higher in adults with CP compared to age-matched adults without CP.

Given the early and accelerated age-related changes in function, adults with CP are likely to have greater need for health services as they age. The first objective of the current study was therefore to provide the opportunity for adults with CP in New Zealand (NZ) to describe their experiences of ageing in the context of CP and voice the strategies they use to age positively. A second objective of the study was to explore participants\' experiences in healthcare encounters and to consider how health services could be improved to assist health and well-being across the adult lifespan.

Methods {#s2}
=======

Methodology {#s2a}
-----------

We used a qualitative descriptive methodology and thematic analysis methods to identify, analyse and report the patterns within the data.[@R20] [@R21]

Research team {#s2b}
-------------

The research team comprised women who were all health professionals (physiotherapists (SM, JR, DT, NS), nurse/midwife (KM) and a paediatric orthopaedic surgeon (SS)), all had an academic role and three worked clinically. Four of the team had PhDs, and two had Masters degrees. JR conducted all the interviews in this study. She had clinical experience working with adults with CP and received qualitative interview training and support from KM, with many years\' experience in qualitative research.

Participants {#s2c}
------------

Adults with a diagnosis of CP, aged 35 years or older who had lived in NZ for 15 years or more (to ensure experiences relevant to the NZ context), were eligible for inclusion. We attempted to facilitate participation of those with complex communication needs through our recruitment and sampling approach. Individuals were excluded if unable to understand or communicate in English or unable (with assistance) to take part in an interview.

Purposive sampling[@R22] was used to include a range of sociodemographic characteristics, including age, education, marital status, ethnicity, employment, living situation and mobility and communication ability. Participants were sought through invitations sent by a non-governmental CP organisation, advertisements on disability services web sites and a paid advertisement in a rural community newspaper. It was subsequently found that participants had also heard about the study from networks such as carer agencies and by word of mouth from other participants. After the first six interviews, participants with potentially different experiences (based on sociodemographic characteristics) were sought to challenge initial patterns in the data. Recruitment ceased when no new codes or themes were evident in the data.

Procedure {#s2d}
---------

All interviews were face-to-face and lasted between 1.5 and 2 hours. Interviews started with an introduction to the study, and the interviewer provided a brief background of her clinical and research roles. She emphasised the participant\'s control over the depth of discussion. Informed consent was gained prior to the interview. Following exploratory questions around the participant\'s current situation, questions focused on the participant\'s experiences of ageing in the context of CP and experiences with health and disability services. Ongoing questioning was used to elicit further explanation and clarification where greater depth was deemed necessary. Strategies of repeating phrases to confirm content using a querying tone when repeating a word, seeking confirmation or sentence completion and requesting repetition were used to assist clarification.[@R23] [@R24] Requesting assistance from a support person, where available, was additionally used for interviews with participants with complex communication needs. Where a communication support person was present, and information was volunteered by that person, the participant was questioned to clarify whether the communication support person\'s statements aligned with their experience or beliefs. Communication supporter speech was not included as data. Four participants clarified or expanded their interview responses by subsequent email or letter, which was included in the analysis.

Data analysis {#s2e}
-------------

All interviews were audio recorded and transcribed verbatim. QSR NVivo V.8 software was used to store data, record coding and note memos associated with the interviews. Transcripts were coded line by line, and these codes grouped into categories. Categories identified were checked back against the data looking for statements that qualified, expanded, countered or supported them. In this way, themes that provided an explanation of participants\' experiences and were strongly linked to the data were inductively derived.[@R20]

Rigour {#s2f}
------

Validity of the data analysis process was tested by JR and KM comparing coding of early transcripts, thorough and systematic checking back to interview transcripts to confirm the scope of codes, categories and themes. SM subsequently reviewed all transcripts, codes, categories and themes. Differences in interpretation were resolved by discussion between the researchers. Each participant received a copy of his/her transcript following the interview and subsequently a summary of findings. Participant feedback was invited on both occasions to confirm whether the findings captured their experiences; no participants chose to provide feedback.

Findings {#s3}
========

Sociodemographic factors {#s3a}
------------------------

Twenty-eight adults with CP (14 men, 14 women) aged between 37 and 70 years, median age 47 years, were interviewed at their workplaces (n=2) or homes (n=26). Sociodemographic details of participants\' employment and relationship status, highest education level, gross motor function classification score (higher score indicates greater assistance required for mobility), main form of indoor mobility at the time of interview, presence of complex communication needs and self-reported limb involvement with CP are set out in [table 1](#BMJOPEN2016012551TB1){ref-type="table"}. We were successful in achieving a diverse sample in these domains, however were unsuccessful in recruiting participants with diverse ethnic identity or place of residence (urban/rural).

###### 

Sociodemographic characteristics of participants

  Sociodemographic variable          Number of participants
  ---------------------------------- ------------------------
  Employment                         
   Unwaged                           19
   Employee                          6
   Self-employed                     2
   Retired                           1
  Relationship                       
   Single                            15
   With partner                      13
  Highest education                  
   Did not complete high school      15
   Completed high school             4
   University                        7
   Post graduate                     2
  GMFCS                              
   2                                 5
   3                                 8
   4                                 12
   5                                 3
  Indoor mobility                    
   Unassisted                        9
   Walker                            5
   Wheelchair---self-propelled       4
   Wheelchair---powered              8
   Other                             2
  CCN (FIM)                          
   6                                 11
   5                                 1
   4                                 1
  Limb involvement (self-reported)   
   Diplegia                          2
   Hemiplegia                        5
   Quadriplegia                      18
   Unspecified                       3

Sociodemographic information has been pooled rather than attributed to each participant in order to minimise the possibility of identification of individual participants.

CCN, complex communication needs; FIM, functional independence measure---expression (higher score indicates less assistance required with expression); GMFCS, gross motor function classification system (higher score indicates more assistance required for mobility).

Of the 28 participants, 13 had complex communication needs defined by scoring 6 or less out of 7 on the 'expression' item of the Functional Independence Measure;[@R25] meaning that some degree of modification of communication was required to enable intelligible speech or clear expression of language ([table 1](#BMJOPEN2016012551TB1){ref-type="table"}). Most of these participants preferred to use natural speech as their method of communication; two participants relied exclusively on speech generating devices to participate in their interview. Four participants had either a carer or family member acting as a communication support person to assist or enable them to take part.

Themes {#s3b}
------

Five themes: (1) acceptance of change; (2) exploring identity; cerebral palsy as only one part of self; (3) taking charge of help; (4) rethinking the future and (5) interacting with health professionals; appeared to cover the breadth of participants\' experiences of ageing with CP and experiences of healthcare. In the following section, the main categories of each theme will be described and links between categories and themes highlighted. Quotes in support of the analysis are identified by pseudonyms and age bracket.

### Acceptance of change {#s3b1}

Recognition of the way in which ageing impacted on their bodies and an acceptance of change was first needed before participants could respond by altering daily routines or by using other coping strategies. Many participants were aware that compared to adults without disability or impairment, they were experiencing, or would experience, accelerated changes as they got older."I think that having a disability and the fact that your body takes such a hiding, for want of a better word, on joints and things over the years because of that disability that the ageing process is probably quicker for someone with a disability than someone who is able bodied. \[Amelia, 40s\]"

A common thread was a growing awareness that physical resources were limited; participants described increased fatigue, diminishing energy and a general slowing down occurring at earlier ages than non-disabled peers. The idea of 'pushing myself' was identified as a contributing cause to now reduced energy by a few participants."I think it\'s part of ageing; I know everyone who ages slows down but I think people with CP do at a younger age than most people. Mainly, I think, from forcing my body over its physical limits; I think that\'s the main cause. \[Louise; 40s\]"

Participants described the need to manage external factors such as social or work obligations to address increasing fatigue with age. Other solutions to address changes in physical capabilities associated with ageing included modifying activity by scheduling rest periods, adapting the environment or greater use of equipment. Acceptance of a changing body and greater need for help from others were also required in consequence."I used to try and go---and get frustrated because I couldn\'t. But I think I\'m more willing...I know I\'m more willing to say, "It\'s hard, can I have some help?" \[Sharon; 40s\]"

The acceptance of change with ageing, although difficult, proved liberating for many participants and resulted in being able to achieve more and participate in a greater range of activities."And I think that it was more of a pride thing, I didn\'t want a walking aid. I wanted to be independent without the use of aids but now---admittedly I\'m a bit self-conscious. Yeah. Oh well, I just use it because I need it. \[It was hard\] because you want to look as 'normal' as possible but when you\'ve got this walker out in front of you and---but now I just enjoy getting around! \[Maria; 40s\]"

However, coming to terms with a need to modify activities or the environment or change priorities in response to physical changes often created a tension for some participants, as physical and psychological capacity was perceived as fluid, not fixed; at risk of diminishing but also capable of being maintained or improved. Maintenance and optimisation of physical fitness were thus very important for some participants as a strategy to manage age-related changes.

### Exploring identity; cerebral palsy as only one part of self {#s3b2}

All participants reflected on CP being a component but not the whole of their 'self'. For many participants, changes in their physical capacity and needs prompted reflection on their personal identity (how they saw themselves) and their social identity (how they were perceived by others). Ageing caused many participants to question 'who am I?' as a person with disability, with one participant attributing mental health issues to a split sense of self. The requirement to straddle 'disabled' and 'non-disabled' worlds was seen as a challenge by many participants."I\'ve always...been as, if you like, 'normal' as possible and that\'s the challenge that I\'m finding, as I get older, that that kind of perspective is not working anymore. And I don\'t know how to bridge that gap between "this is who I am" and "this is me with CP." \[Beth; 40s\]"

Participants discussed the effects of having a visible disability that was 'seen' before they were. However, having a less visible presentation of disability also caused participants to question whether their disability, as well as their personhood, was seen."I don\'t mean to be mollycoddled but something inside of me broke because I was dealing with this frustration of not being seen and not being heard.... I said \[to my brother\], "You don\'t see me as disabled do you?" And he said, "No, well you know, I\'ve grown up with you."...And that\'s the key---they \[my family\] don\'t see me as disabled, which in some ways has been great---that normalisation. But it meant that some crucial needs haven\'t been met. \[Beth; 40s\]"

Participants had different perceptions about the visibility of disability; several participants thought that they would be better accepted or understood if they used a wheelchair."I\'m not walking; I\'m in a wheelchair. So in that respect no it doesn\'t, people don\'t, don\'t look at me \[differently\], they don\'t. Nothing happens but if I was walking that is a totally different, different story...because when I was walking, my head; I cannot keep still and it goes from side to side and all round and up and down. Because I have no control over my neck. \[Marco; 50s\]"

Other participants\' experience of visible disability was less positive and was an aspect of them being 'unseen'."It\'s interesting because most people, even now, they see the wheelchair first and then...sort of looking round and they\'re hoping that, you know, they can talk to someone else, you know. \[Fritha; 40s\]"

Social attitudes and assumptions around disability that prevented participants being seen as an individual or accepted as 'a whole self' were perceived as disabling, more so, for some, than CP itself."Sometimes I notice that I can only have superficial dealings with people other than, you know, my personal family, and that can be frustrating for me. That there\'s, that I don\'t have deeper friendships or more, you know, more enduring friendships. So that\'s where I find it disabling and I feel that it, that it\'s something to do with, not my disability but the, but the perceptions and the stigmas around that. \[Neal; 30s\]"

Positive resolution of who 'I am' was connected with concepts of acceptance of self and encouragement and support from others."It\'s an interesting dichotomy for me because, you know, I\'m, I\'m in my nature I\'m successful but I\'m not a, you know, I\'m also, I\'m, I\'m what\'s the word? I\'m, I am irresponsible and I\'m disabled (laughs). You know, and I enjoy that about me but I\'m at the point now, because of my CP, and probably because of my age, but I think my CP is making me think about this stuff. \[Roger; 40s\]"

Some participants described developing a positive sense of self as the result of foundations laid by a historical cause, for example many participants discussed the influence of their childhood experiences and family attitudes in relation to their current view of their identity and CP. Other participants spoke of a discrete event that helped them develop a positive sense of self, for example attending psychological therapy or being able to publically acknowledge their needs. For others, establishing a positive sense of personal identity was couched in terms of being an ongoing process; the idea of 'who I am' continually evolving."I just think when you get into your 40s you\'re in this really neat time of your life where you just don\'t worry so much like you did when you were 20 and 30---you just think, well I don\'t care, I need this so I\'m going to make it happen. I now don\'t worry so much about my body image as I did when I was that age say, you know, and so that, that\'s something else I don\'t worry about anymore so maybe I\'ve got more energy to put into the "I need this to happen so how can I make it happen?" \[Laura; 50s\]"

Two participants discussed gender identity and sexuality as aspects of being whole; not being seen as a man or woman being sources of tension and distress. Participants had heterogeneous roles as parents, workers, siblings and as adult children. Being known as an individual and being known for or seen in a social role (eg, parent, employee) were concepts associated with positive expressions of sense of social identity.

### Taking charge of help {#s3b3}

Changes with ageing led many participants to reflect on a new or increased need to receive help. Situations where participants had choices and were in control were common to descriptions of a positive experience of being helped. Participants explored changes in and tensions between their ideas of dependence and independence and the ageing of parent caregivers was a catalyst for some to reflect on the help they received. For some participants, family members\' lack of understanding of needs and changing needs acted as an impediment to getting help in a way they perceived as appropriate."Now, what is it about families that they don\'t listen to what you\'re telling them? I mean, that also is more of a hindrance than your disability. \[Travis; 40s\]"

A number of factors operated as barriers to requesting help, which increased participants\' sense of powerlessness when receiving help. For some participants, help was not provided in a way that met their needs."I need some, some things done for me but that\'s different from "I need to be taken care of". I don\'t need 24 hour care, I don\'t need people making decisions for me, I don\'t need people putting me on programmes where I can go and socialise because I can go down the \[pub\] and do that. \[Laura; 50s\]"

Participants identified that setting their own priorities and knowing where to go for help made receiving help easier. Help needed to be on participants\' terms, as not to interfere with participants\' sense of independence and autonomy."I mean, when I first moved into a place of my own I realised very quickly that I was either going to spend the whole day doing the dishes, doing the housework, doing the washing and eating or I would have somebody else do that and do stuff that was more important, you know. So and I see still a lot of disabled people struggling to, to do shit that is so meaningless. You know, and so and so mundane but somewhere there\'s some sort of attachment to that independence and identity that I just gave away years ago. So, you know, so I have chosen that I will not do the dishes but I have to manage a team of people that will do the dishes for me. \[Roger; 40s\]"

Some participants identified the effort of maintaining boundaries between public and private spheres while trying to ensure that their needs continued to be met. These boundaries were between themselves and carers and, for some, resisting pressures for family members and partners to take on a carer role. Assertiveness was a strategy described by participants to maintain what they perceived to be appropriate boundaries, as well as more generally taking charge of help."I\'ve learnt over the years to not be meek and mild, to actually speak up otherwise you\'re just going to get sort of forgotten. So you\'ve got to learn even though it\'s hard, especially if speech is a problem, to actually speak up for yourself or get someone to assist you. \[Amelia; 40s\]"

### Rethinking the future {#s3b4}

Many participants spoke about their future in terms of long-term goals and aspirations around work, education, family, leisure and sport. However, participants also reported being aware of likely ongoing physical changes related to ageing with CP. This meant that participants in their 30s and 40s were considering what adaptations they might need to employ in the future."My fear is it\'s going to be harder---that\'s my fear, and I\'m going to have some person who comes by and dresses me and puts me together and but...there\'s this determination there that no, it\'s not to be that way---I\'m going to stay as fit and as mobile as I possibly can till the day I cark it. \[Travis; 40s\]"

One of the changes with ageing for some participants was a reduction in social engagement due to ageing of adult carers, particularly parents. Mismatches between individual needs and funding structures sometimes meant that needs previously met by parental carers fell outside the scope of services and were consequently unmet."Mum ran out of puff. When I played \[sport\] I needed a full time carer...no other carer available so that job also fell to Mum to fit into my 24 hour care. I am still unable to get other assistance so I am not able to access \[my sport\] anymore. \[Mike; 40s\]"

Some participants declined to discuss their thoughts on this topic, while others expressed worry, uncertainty or fear about what was likely to happen, many also had made a decision about how to deal with that uncertainty. Common responses to uncertainty about the future ranged from letting go or focusing on the present; to more proactive responses such as seeking advice and information (eg, from peers, health professionals, citizen advice bureau or the internet) or making a plan, which included strategies such as goal setting."I worry about that stuff now and again and then I think, well there\'s no point worrying about something till you\'ve sort of got there but, you know, I know that my mobility\'s decreased and I see it at work all the time about younger people being put in rest homes and I\'m thinking, oh my gosh---hope that doesn\'t happen to me and then I just put it over there and think, "I\'ll worry about it when it does." \[Laura; 50s\]"

The act of addressing uncertainty appeared to be more important than the strategy chosen to do so and was associated with more positive expressions about the future. A lack of purpose and lack of information about what will happen were concepts connected with increased uncertainty or expressions of concern.

### Interacting with health professionals---being seen, being heard {#s3b5}

Overall, participants in our study were generally well, requiring occasional rather than regular encounters with health services. Their experiences with health professionals were mixed. Positive interactions were often described as those in which health professionals respected and heard the participant as a person."Oh my GP is really cool, because he gets right down to what you\'ve got and he looks after us. He asks you how you\'ve been and what have you been doing and he has a full conversation before he asks you what\'s wrong. \[Verity; 40s\]"

Dave described how his dentist responded to his involuntary movements, reducing the discomfort and stress during the appointment, so that the treatment was efficient and effective."He used to spend more time...instead of a half an hour he\'d make them to an hour or 45 minutes so he had more time and make me feel more comfortable he would do it slower than try to rush the job. That\'s why he took things slowly because he knew me so well that I could, I could relax while he was working on me. \[Dave; 50s\]"

However, participants also described experiences of being unseen as a person and unheard during interactions with health professionals; receiving the impression that they, as a person, were not a priority."\[The neurologist\] tested my reflexes and stuff... and, you know, I was under a lot of stress at the time but I just, I just felt like I didn\'t have a relationship---it was like he didn\'t see *me* and I wanted him to see *me*. \[Beth; 40s\]"

Participants had a spectrum of experiences that gave this impression; from health professionals failing to be courteous or 'human' during care and treatment, to participants\' medical needs being disregarded when the participant as a patient was not listened to. These negative interactions occurred when participants perceived their disability alone was seen rather than their whole self."I got so um anxious and panicked, I was panicking that I had to go into hospital. But when, but when I got into hospital they didn\'t want to know about my um my panic attacks, they discovered there was something wrong with my bowel. And I was in there because I was panicking, having panic attacks and they never did anything about that part. They just, they just concentrated on the bowel. \[Dave; 50s\]"

Some identified a tension between needing to inform medical staff of the disability but anticipating, in the absence of knowledge, that assumptions would be made about the participant because of advising 'I have CP'. For some participants, this occurred when they were treated as on display because of their CP. Others described situations where the health professional refused to interact with them when they were in the role of spouse or carer, or when they were in the role of patient, spoke to a carer or spouse and not to them. One participant described an occasion where the health professional\'s view of her CP overshadowed the health concern that led her to seek assistance."Sometimes it puts a real barrier between you and the professional person when they\'re just looking at the disability and what you\'ve done and they go, "...I really think you people are wonderful". It\'s like oh, you know, actually \[I\] just came in here because I\'ve got thrush, you know, or something that\'s nothing to do with your disability. \[Laura; 50s\]"

When participants\' lived experience of their current health or their disability was 'unheard', they were at risk of experiencing threats to their sense of self and identity or having unmet health needs. Being known and being heard were concepts associated with positive interactions with health services.

### Interacting with health professionals---who holds the knowledge? {#s3b6}

Interactions where health professionals had expertise about CP or were open to an exchange of knowledge were valued by participants, but were not frequently encountered. Instead, participants attributed some of their poor experiences of healthcare to professionals lacking understanding of CP or how to assist a person with disability."It\'s just they seem to see disability and if they haven\'t had very much experience of it they seem to go on the offensive \[sic\]. Like, you know, "I don\'t really want to deal with this---it\'s not an area that I know about so I\'ll walk off and leave it to whoever else is next after me." \[Amelia; 40s\]"

Participants also described encounters when the health professional failed to listen to needs that were expressed or experience described but acted as if they 'knew best'."Some occupational therapists think that they\'re god and think that they know it all and think that they\'re right and ah no turning around, "Yeah I\'m right, you\'re wrong, this is how it\'s going to be." \[Conrad; 40s\]"

Managing health professionals\' assumptions and knowledge gaps was often part of the healthcare transaction. In the absence of knowledge on the part of the professional, with ageing came an emerging role for some participants as an educator; being more able to challenge and inform based on their experience."They should know far more about CP in general, nurses, than they do. I\'ve got to tell them about CP; we\'re basically always being the educators aren\'t we? All our life, you know, and we don\'t want to educate the health sector. I want to be sick! \[Graham; 50s\]"

Adults with CP also encountered, from some health professionals, a willingness to learn which improved the health experience for participants. More positive encounters occurred when the health professional had prior experience, was willing to seek out information, keep the participant informed and demonstrated respect for the participant\'s knowledge and experience of their disability.

Discussion {#s4}
==========

All participants acknowledged an accelerated ageing process associated with CP, congruent with observational studies documenting age-related changes.[@R26] [@R27] Consistent with other studies, *acceptance of change* was identified as a necessary step, enabling positive responses to changes with ageing, through making lifestyle modifications, maintaining fitness and using other coping strategies.[@R3] Participants were clearly able to articulate the tensions related to a disabled and non-disabled self in *exploring identity; cerebral palsy as only one part of self*, consistent with other qualitative work of identity.[@R28] *Taking charge of help* reflects on ways participants received help, particularly in the context of changes experienced with ageing. Many participants experienced a tension between requesting and receiving help. It was easier to receive help if the nature of help was flexible and related to participants\' needs. Taking charge, more generally, is universally valued,[@R29] and health professionals are in a position to facilitate people\'s preferred mode of taking charge.[@R29] [@R30] *Rethinking the future* involved considering the possible or probable physical changes associated with CP and the impact these might have on long-term goals and aspirations.

In contrast to other related health literature,[@R31] [@R32] participants in this study only infrequently referred to the impairments or symptoms of ageing in relation to the quality of interactions with health professionals. While getting help to relieve pain, treat illness or improve mobility may have been the impetus for the health transaction, what made interactions 'work' was less the intervention than how it was carried out. Participants in this study identified that how health professionals interacted with them impacted not solely their experience, but also their health outcomes. This sentiment is echoed in other studies[@R33] [@R34] and adds weight to the growing importance of person-centred care.[@R35] The importance of being treated the same as other adults, while having differences acknowledged and acted on, are themes common to the experiences of cultural minority populations[@R36] [@R37] and those with acquired disability[@R35] [@R38] in receiving healthcare.

Other research highlights the stark contrast in access to healthcare between adults with CP compared to their experience as children,[@R26] [@R32] [@R39] that is typical of NZ where health services are available publicly for infants and school age children, but very little is available publicly after the age of 21. When they do access health services as adults, the specialised knowledge of health professionals that they experienced as children is much harder to find and there are fewer services available.[@R26] Formal undergraduate and postgraduate programmes, continuing education courses and in-house training (eg, patient experience programmes) are options to be considered to address this need for health professionals. Such initiatives would need to be tested to evaluate the impact on the experience of patients. Transitions between child and adult services have been identified as particularly problematic[@R40] [@R41] and in need of further research as to how this transition could be optimised. This raises the question whether the health system that has been developed in a way that is focused on children with CP, as if they will always remain children, and does not meet their needs as adults.

While many participants valued health professionals who had CP specific knowledge, there appeared to be tacit, if disappointed acceptance that little is known about ageing with CP. While this specific knowledge was considered ideal for best outcomes, a willingness to learn more about CP and respect of the person\'s knowledge of their condition on the part of the health professional provided a sufficient bridge over the knowledge gaps. While technical aspects of care were considered important, how this care was provided was more important. Positive experiences with health professionals occurred when the health professional treated the adult as a person, listened to them and respected their experiences. This is in keeping with other studies on what makes quality care for people with other conditions.[@R26] [@R42] [@R43] In long-term conditions, making time and treating the person with respect may even matter more than isolated technical competence.

Other adults experiencing disabilities have identified being prepared and able to advocate for one\'s self as important skills in having one\'s health needs met positively.[@R44] While participants in this study were often proactive in voicing their experiences and indeed viewed speaking out as a strategy for meeting needs, being compelled to rely on self-advocacy places people in a vulnerable position in the health encounter if they are unable to assert their needs. This vulnerability highlights the importance and responsibility of health professionals who can work towards an ideal of health interactions that are collaborative, sharing information and respect.[@R4]

Key strengths of this study included the diversity in personal characteristics achieved through purposive sampling, including those with complex communication needs, a voice not often heard in research.[@R45] In addition, the richness of the data provided has addressed in new ways how ageing with CP is experienced and, arguably, should impact on health services for this population. The study is limited by not attracting participants from diverse ethnic groups, people who lived in rural situations or people with a gross motor function classification system (GMFCS) classification of level I. Although a potential limitation is that the implications are not generalisable to other settings, the findings are not specific to the NZ context and focus on much deeper issues such as identity and how health professionals impact the health encounter and as such are universally applicable.

Conclusions {#s5}
===========

Findings from this study highlight new understandings of how people with CP experience ageing. It identifies how health services, health and social care professionals currently assist or obstruct positive ageing. Of particular concern, health needs were on occasion unmet and/or participants experienced threats to their sense of self and identity when interacting with health professionals. While further evidence is required to demonstrate if health outcomes would be improved, our findings suggest that the experience of care could be improved by enhancing health professionals\' knowledge of ageing with CP and their respect for the knowledge produced by the lived experience.
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